Objective: To understand the experiences of twelve New Zealand women with medical complications in pregnancy.
INTRODUCTION
There has been increasing recognition of the physical and psychosocial effects of stress, anxiety and depression during pregnancy, both on the fetus and on the mother (Dunkel Schetter & Tanner, 2012; Heaman, Gupton, & Gregory, 2004) . When there is a health threat during pregnancy, either to the pregnant woman or to her fetus, a growing body of literature suggests that these pregnant women are at increased risk of experiencing psychological distress during and after pregnancy (Barber & Starkey, 2015; Brandon, Pitts, Robinson, & Stringer, 2007; Brandon et al., 2008; Breitkopf et al., 2006; Da Costa, Larouche, Dritsa, & Brender, 1999; Robinson, Pennell, McLeane, Oddy, & Newnham, 2011) . Research suggests that mothers' stress hormones can have a direct effect on the fetus, affecting the development of the nervous system and brain, associated with an increased risk of later childhood problems, such as learning difficulties and disruptions in emotional development (Dunkel Schetter, 2009; Dunkel Schetter & Tanner, 2012) . Distress during pregnancy has also been shown to be a significant predictor of labour difficulties and preterm birth (Littleton, Bye, Buck, & Amacker, 2010) . Anxiety and stress in pregnancy have been shown to increase risk of postnatal depression and postnatal anxiety, which in turn can influence maternal-child attachment (Brandon et al., 2008) .
Primary maternity care in New Zealand is provided by Lead Maternity Carers (LMCs), who are selected by women to provide their lead maternity care. LMCs can be midwives, general practitioners (GPs), or obstetricians. LMCs are responsible for the care provided to women throughout their pregnancy and up to six weeks following the birth. New Zealand maternity services are integrated, with LMCs being able to access any necessary additional services such as obstetric or paediatric care for their clients. LMCs remain responsible for overall coordination of the care, even if clinical responsibility of that care transfers from one practitioner to another for a time. If there is a need for secondary or tertiary care during the pregnancy or labour and birth, it is provided, but the woman would return to the care of her LMC for the duration of the pregnancy and/or postnatal care (New Zealand College of Midwives Inc., 2016) .
A recent New Zealand study found that approximately 37% of pregnant women were referred by midwives to other health professionals for medical issues arising during pregnancy (Skinner, 2011) . In an international study, it was estimated that nearly 20% of all pregnant women are hospitalised during pregnancy (Gray, 2006) . Some of the most common fears associated with pregnancy are those to do with the health of the baby (Melender & Lauri, 1999) . Medically complicated and/or high-risk pregnancies have been shown to be anxiety provoking and increase the likelihood of depression as well as causing stress and distress (Barber & Starkey, 2015; Dunkel Schetter & Tanner, 2012; King et al., 2010; Leeners et al., 2008; Leichtentritt, Blumenthal, Elyassi, & Rotmensch, 2005; Perlen, Woolhouse, Gartland, & Brown, 2013; Stainton, Lohan, & Woodhart, 2005) .
Research has identified anxiety and stress around medical complications as an important clinical issue. However, the literature has not fully explored the experience of women with medical complications, and the factors that they identify as important to their wellbeing. The present study sought to understand the experience of pregnancy complications among New Zealand women and to explore how they perceive their illness and cope with its challenges and treatment.
METHOD
The research used semi-structured interviews with pregnant women who had been diagnosed with a medical complication. Twelve women with a wide range of experiences were interviewed. Six women volunteered in response to an invitation sent out as a part of a follow-up of women who had participated in a study almost two years previously, during a prenatal hospital stay. Six additional women were recruited via midwives and media sites; these women were pregnant and had been diagnosed with a medical problem at the time of the interview.
The study was reviewed and approved by the University of Waikato School of Psychology Research and Ethics Committee. Written consent to participate was attained prior to each interview and questions were also introduced in such a way so that the women could decide to decline to answer. Eight of the women were New Zealand European (NZE), two were Indian, one was English and one was Mãori/NZE. Ages ranged from 23 to 40. For four of the participants, this was the first pregnancy; five of the participants had experienced miscarriages before the current pregnancy, and three had delivered a premature baby previously. Medical complications included gestational diabetes (3), high blood pressure (2), maternal heart condition (1), slow fetal growth (2), incompetent cervix (2), carpel tunnel syndrome (1), low blood pressure (1), placental abruption (1), potential preterm delivery (3), pre-eclampsia (1) and hyperemesis (2). Eight of the women had more than one complication. The audio-recorded interviews were transcribed and a pseudonym was allocated to each woman. Thematic analysis was applied which was inductive (no theoretical underpinnings) and semantic (explicit) to discover underlying themes. Semantic, inductive, thematic analysis was used because it reduces the risk that the researchers' preconceived ideas about the topic would influence the findings (Braun & Clarke, 2006) . It does this by taking the words used by the interviewees at face value enabling researchers to generate unanticipated insights. It also enables researchers to usefully summarise a large amount of data, such as is obtained during hour-long verbal interviews (Braun & Clarke, 2006) .
FINDINGS
Through thematic analysis, five themes were identified which identified the key points and summarised the interviews with the twelve women. These included:
1) Pregnancy distressing and overshadowed by complications
Ten of the twelve women described their overall pregnancy using words that depict high levels of distress. The words women used included "fear", "painful", "a bit traumatic" and "a shock". This suggested that the normal experience of pregnancy was interrupted by the complication and the medical care and monitoring associated with it.
"Before this pregnancy with the twins, I had three miscarriages, so you know when women are pregnant they are just so over the moon. It was just full of fear, that was what it was, to get to the eight-week mark and bleeding. So I think it was fear" (Mary, potential preterm delivery).
"I basically live in fear every day of losing this baby even so far everything is going really well. It is, I know, on the back of my mind; it is things can go wrong overnight" (Trish, incompetent cervix).
This intense emotional distress,
feeling the need to contain and restrict emotions, and pervasive fear appear to be responses to emotional trauma, and clearly affected women for months and years afterward and is ongoing.
The emotional impact of these experiences was evident; each of the women who had been hospitalised and was reflecting back on her past pregnancy, cried during the interview. Those who were currently pregnant described their distress, but were more controlled in their emotional expression, and none shed tears during the interview. All of the women looking back on their distress described controlling their emotional expression at the time, holding it together for the sake of others:
"I suppressed my feeling when I saw my husband's face. I didn't cry I just held my emotions in" (Cherie, placental abruption).
This intense emotional distress, feeling the need to contain and restrict emotions, and pervasive fear appear to be responses to emotional trauma, and clearly affected women for months and years afterward and are ongoing.
2) Loss of control and unpredictability
When participants were diagnosed with a serious complication and/or hospitalised, all twelve women described feeling out of control, helpless, and out of their depth.
"Oh so out of control. I have never seen my husband so white. I was so overwhelmed. Completely overwhelmed" (Mary, potential preterm delivery).
"Oh so out of control. I was so overwhelmed. The moment of feeling completely out of your depth hit a thousand fold" (Ana, high blood pressure) .
This feeling of helplessness is important; feeling disempowered and out of control magnifies the impact of stress, and leaves women vulnerable to depression (Barber, 2012) . It is striking that all of the participants expressed these feelings, triggered by the unexpected and unwanted plunge into the world of medical management and the discourse of risk.
Unpredictability was described by all participants, but women who had a complication with a lack of observable symptoms, such as high blood pressure, described how this unpredictability created additional distress:
"Having no symptoms made it worse-I felt more at risk as I didn't know what I was reacting to" (Jennifer, high blood pressure/potential preterm delivery).
"Felt like a fraud-I did not know how to react as I did not feel as if I was having a complication" (Ana, high blood pressure).
The experience of not knowing whether you are well or not, and having to rely on unfamiliar medical procedures and monitors to tell you how your body is functioning seemed to be a particularly difficult dilemma, carrying with it even more anxiety and distress. This combines with the suddenness and strangeness of being thrust into a medicalised experience of care, and came as a universal shock to these women.
3) Importance of relationship with midwives
Women discussed their experiences with their Lead Maternity Caregiver (LMC) in terms of how they felt cared for, listened to and engaged with. While many midwives were described in a positive light, several of the women described some disappointing experiences. Each of the women who had been hospitalised had previously dealt with LMC midwives who they felt had not engaged with them.
"I had a really bad time with my son before this pregnancy and the midwife was quite indifferent at a vulnerable time. It was really, really awful because I had a terrible time with him. I had had a great pregnancy and a great midwife but then she retired and then I had to find another one. I did find another one, but we never really connected and in the end it was terrible. It was a personality conflict I suppose-she was not very caring. She was a bit impatient. I was in hospital and had to have an assisted delivery. I had three degree tears and I was in shock after the birth after being in labour for three days and they needed to break his collarbone to get him out-she said I could have pushed him out if I wanted to. As soon as the baby was out she just left, see ya later kind of thing-she was gone. So I was exhausted and in shock that this information from her was just awful. Was really terrible for me to hear that. It has taken years for me to get over that birth" (Katie, twins, high blood pressure).
The same woman had a very different experience during her next pregnancy.
"Having lovely midwives made a massive difference-they were compassionate right from the outset. Very caring. When I was in hospital their contact withdrew a bit, but I was being looked after by hospital staff, but after I came out of hospital they piled on the support again and that was enormous. It was what I needed. I think they went a bit beyond" (Katie, twins, high blood pressure) .
Women in the study described engaged midwives as partners who showed themselves to be trustworthy, supportive, and confidence building. Midwives who were accommodating and built strong supportive relationships with the women were appreciated. These midwives were also described as getting help when it was needed, having good listening skills, preparing the women for hospital and providing parenting advice after the child was born.
On the other hand, women felt disengaged from their midwives when the midwife was difficult to get hold of, didn't seem to care or seemed judgmental. At times they described personality clashes and arguments with the midwife. In these scenarios, women did not see their midwife as an advocate and felt unprepared for hospital and medical care.
The women who had been in hospital described their contact with hospital doctors as distressing and anxiety provoking.
4) Interacting with hospital staff
The women who had been in hospital described their contact with hospital doctors as distressing and anxiety provoking. The women were often provided with what could be termed rational/technical care (Benner, Tanner, & Chelsa, 2009) , and this was often recalled as adding to the women's stress levels.
"The dramatisation of the hospital-they are very factual, not very personable. It stresses you out even more" (Annamarie, high blood pressure).
"Explaining worst-case scenarios with technical information that you don't really understand-you feel anxious about everything. Doctors seem to be there to do a job-that's it" (Julie, heart condition).
"That was the hardest part about it. If you are doing all these tests, why don't you talk to me, ask me how I am feeling? They don't ask you how you are feeling. They just look at baby and it's their domain and oh yeah baby's got this, baby's got that, they didn't call it the baby-they called it the fetus most of the time and I said 'oh it's a boy' and they didn't care it was a boy or anything like that. It was an 'it' to them" (Claire, pre-eclampsia/gestational diabetes) .
"The anxiety is enormous, life and death is hanging in the balance-they do care, but they have such limited time tugging at them, they have to make a decision and move on. They have no time to dwell on your case" (Alison, potential preterm delivery).
Two of the women were told that their babies were at high risk of death when they were admitted to hospital.
"I had a severe kidney infection. I could hardly walk. I felt as if I had been kicked. I got scared when the staff at the hospital told me I might lose my baby. Being told I might lose the baby made me lose it" (Susan, potential preterm delivery).
"I was positive for listeria. I was told that is fatal for the kid so they wanted to induce immediately. I was 31 weeks-Oh that is too early! I was scared for the kids" (Katie, twins, potential preterm delivery).
Further stress was described when women felt uninformed regarding the medical and hospital procedures they were expected to undertake, or were unable to understand medical terminology.
"They seem to do things and then explain if you ask. You don't feel you can say no" (Pare, gestational diabetes).
Women also found it hard to advocate for themselves in the hospital setting and felt particularly vulnerable. Husbands and midwives often became their advocates.
"My husband advocated for me-in fact he insisted certain things got done" (Mary, potential preterm delivery).
"My midwife was on the case-she would say she needs a scan or she needs this done or that done. She took charge. Like I remember she sat in the room there was a point when the babies were going to be born and they said we will have to send her to [a distant city] and she sat there with the doctors and said she is not going from [home city]. You are going to have to find space in NICU whether you like it or not and she is going to have them and they made space" (Anya, twins).
On the other hand, when technocratic, impersonal care was supplemented by humane care, which incorporated advocacy and support, women described a more engaged and positive experience. Hospital midwives were described in glowing terms by all six women-it was the midwives who gave reassurance and showed compassion.
"They are there for the love of people-they feel for you and care for you and they will speak up for you" (Trish, incompetent cervix).
"It felt really good to know someone was going to take away all that anxiousness" (Freda, potential preterm delivery).
5) Lessons learnt: Importance of support
After discussing their experiences, women were asked "what advice would you give to pregnant women?" The question was frequently answered in terms of the support networks the women required and requested. While family was important, the crucial role of the midwife who was engaged and who demonstrated humane caring and understanding was also highlighted.
"My husband was fantastic, but make sure you click with your midwife, it can make all the difference" (Annemarie, hyperemesis). "My midwife told me I can do this. That confidence was all I needed-look for a midwife that can instil that confidence" (Jennifer, potential preterm delivery/high blood pressure).
Many women said they had underestimated the importance of their midwife when first choosing one, but now, with experience of a pregnancy complication, saw this as a crucial role in their pregnancy, birth and beyond. Women also emphasised the need for the midwife to provide essential parenting advice and care attuned to their unique psychosocial needs.
DISCUSSION
The goal of this research was to understand the experiences of a group of women diagnosed with pregnancy complications and how they experienced their care. This research revealed the women we interviewed had high levels of distress in this situation, feeling out of control and overwhelmed, but contained and suppressed expression of their distress during the pregnancy in order to care for others and maintain a sense of control. As one participant put it, "I held it in and put on a brave face for my husband".
Stress, disruption, and distress
It was striking that all the women in this study, despite a wide variety of different medical conditions and experiences of care, spoke of how the unexpected, overwhelming experience of having a medical complication coloured and disrupted their experience of pregnancy. The expectation of a natural and healthy gestation was interrupted with fear, uncertainty, and helplessness. This mirrors the experiences described in a study of the mood of birthing by Crowther, Smythe and Spence (2014)-when a medical intervention is required, everything suddenly changes, and the sacred space of allowing nature to take its course is violated. For the pregnant women in our study, it was the sense of safety and confidence in the process of pregnancy that was shaken, leaving them emotionally stunned.
Distancing
Disconnection from emotions in a time of stress has been called "distancing" and has been described as an adaptive method of coping that can arise when the person feels helpless in the face of a stressful experience (Folkman & Lazarus, 1988) . Distancing may be adaptive in comparison to over-engagement with feelings or rumination (Kross & Ayduk, 2011) . Emotional distancing may reduce distress in the immediate crisis situation. When they were looking back, however, the real distance in time and place seemed to allow the women in this study to acknowledge and experience the feelings they needed to suppress at the time. This emotional distancing represents a challenge, though, to midwives caring for women during a medical illness. Though feeling terribly afraid and out of control, some women present a façade that functions both to protect others and to protect themselves from the intensity of the distress. It is not necessarily helpful to tear down this façadebut it also may be important to give permission to feel afraid, and to ask questions that allow the woman to open the door to her feelings if she wants to.
Reassurance and support
Women need reassurance that others understand their fears and worries (Kent, Yazbek, Heyns, & Coetzee, 2015; Stainton, 1992) . Stainton (1992) noted that mothers tend to be focused on possible good outcomes, while health professionals focus on possible problems. This can create a mismatch in expectations, with mothers perceived as denying the risks and health professionals as being irritating and catastrophising. This is consistent with our findings that some mothers in this study felt the emphasis of hospital doctors was on "life and death" and "dramatisation", and this increased their distress, while midwives were able to make them feel cared for and reassured by taking a more personal approach.
The midwife's knowledge, of her client and the supports and strengths available to her, is particularly important in deciding how to support and when to explain, and re-explain, complex medical information. Stainton (1992) suggested changing the language to reflect possibilities in situations of medical risk rather than focusing on worst-case scenarios, and this study supports the continued relevance of this advice. Optimism is a good predictor of adaptive functioning and outcomes (Barber & Starkey, 2015) , and should be supported as long as the women are doing what needs to be done to take care of themselves and their baby (McDonald, Kingston, Bayrampour, Dolan, & Tough, 2014) .
Women in this study emphasised the need to be prepared for dealing with the medical system and possible hospitalisation. Suggestions have been made that midwives, who recognise the early development of complications, can in turn assist women in preparing for the experience of dealing with the medical system (Berg & Dahlberg, 2001) .
Two ways of caring
The women in this study discussed two very different types of care that they received from their health care professionals. Technocratic, impersonal care was distressing and disempowering. On the other hand, care which was technically sound, but also included humane attention to the women's feelings and provided advocacy and support was valued and remembered with gratitude. "Technique and narrow rational-technicality alone cannot address interpersonal and relational responsibilities, discernment, and situated possibilities required by caring for persons made vulnerable by illness and injury" (Benner, Tanner, & Chelsa, 2009, p. xvi) . This study supports the position that while technically expert care is necessary, it is not sufficient, and that humane care, advocacy and support can reduce anxiety and stress for women in high-risk situations.
Another important issue to recognise and acknowledge is the lack of control many women feel in these circumstances. Putting this into words can be helpful to regain some sense of control, and the midwife can work with the woman to identify where she can, and does, retain control of her self-care and other aspects of her life.
The inclusion and acknowledgment of the importance of partners, family, and other support people at this time may be key to combatting the feeling of being alone and helpless. Midwives may have knowledge of a woman's personal situation that other health professionals do not, and so they may be in the best position to facilitate involvement of family, clergy, and whatever other supports may be appropriate.
Assessing psychological wellbeing
Research has shown that it can be difficult for health care providers to accurately identify mental health issues in physical health settings (Dawes, Faust, & Meehl, 2002) . The midwifery literature has also described the dilemma of midwives who must appear calm and reassuring, while also juggling the need for risk monitoring (Scamell, 2011; Skinner, 2011) . The task of assessing and supporting women's psychological well-being during a time of crisis is clearly a complex and demanding one, and requires a sensitive understanding of the woman and her family, and her style of dealing with distress. Since women may be hesitant to express their emotions at this time, it may be important to use mental health screening tools such as the Edinburgh Postnatal Depression Scale (Cox, Holden, & Sagovsky, 1987) , which can be utilised during pregnancy (Barber & Starkey, 2015; Currie, 2012; Gibson, McKenzie-McHarg, Shakespeare, Price, & Gray, 2009 ). Of course, this is not a panacea, and the foundation of sensitive assessment of a woman's emotional state is the relationship that has been built over time, in a safe and collaborative space, into which the midwife can bring her knowledge, wisdom, and support.
Women valued the responsiveness and availability of their LMCs, but those who were hospitalised also emphasised the important role of the core (hospital) midwives during a crisis point in their lives. In both roles, the holistic approach and attunement to the whole woman seems to be key.
The first competency of the Midwifery Council of New Zealand (Midwifery Council of New Zealand, 2004) articulates the notion of "being with" women. This concept incorporates partnership, responsiveness, and empowerment of women. The stories of these women, whose pregnancies were marked by medical procedures, worry, and disruptions of care, emphasise the importance of this competency, whether under the care of an LMC midwife or in the care of hospital staff.
LIMITATIONS AND FUTURE DIRECTIONS
In this small study, women volunteered for in-depth interviews. Perhaps women, who have a pregnancy they experience as traumatic, have a need to talk about it and tell their story, and this may lead them to volunteer, so the women described here may have been more distressed than the "average" woman who has a complicated pregnancy. The size of the sample at twelve also means that the range of pregnancy complications was not covered. The study was conducted in a single New Zealand region, and women who were hospitalised were from a single antenatal unit, so their experiences may not be representative of New Zealand women from different regions and circumstances.
This study outlines some issues that arise from medical complications from the perspectives of the women themselves; we did not speak with the partners of these women, and their experiences and perspectives would provide further insights. Similarly, it would be helpful to ask midwives, particularly those in the role of LMC, about what they see and what they do when their clients are faced with medical complications and with hospitalisation.
Further research might explore more how women with pregnancy complications understand the illness/medical event itself-what they know, where they get that information, and how they perceive their role in relation to the medical and maternity care systems. This might lead to advice, strategies, and interventions to improve communication between women and their health care providers at these often challenging times.
A further area for research that could be worth exploring is the decision-making process that women undertake in obtaining the services of a midwife and how prior experiences with maternity and medical care contribute to this important choice.
CONCLUSIONS
Midwives are in a unique position to assist women with pregnancy complications by translating medical jargon as well as providing emotional guidance and support. From the interviews in this study, it appears that an engaged midwife who provides humane comprehensive care, which incorporates advocacy and support, makes a difference and has the opportunity to assist in the amelioration of stress and anxiety for these women.
It is important for midwives to be aware that women in a medical crisis are likely to feel out of control, fearful, and confused. Some respond by containing their distress, so they appear to be coping well on the surface, but beneath there is turmoil. This presents a challenge for midwives and other health professionals caring for women. It is important to recognise the magnitude of the event for a woman and her family, and to seek to provide support and information in sensitive ways that can be taken in gradually. It may also be helpful to be aware of opportunities to increase the woman's sense of control over those aspects of her care and selfcare that can be controlled. Midwives provide care, information, and reassurance and this study suggests that midwives (both core and LMC) are vital to women's wellbeing in both normal and medically complicated pregnancies.
